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Abstract
Objective: To identify how and why infertility patients’ communication with health 
care providers relates to their continuity of care within infertility treatment. 
Method: A grounded theory analysis was conducted for 25 in-depth interviews across 
three coding phases, where we remained open to all themes present in the data, 
narrowed to most prominent themes, and found the connections between the 
themes. 
Results: Based on our identified themes, we created a conceptual model that ex-
plains why infertility patients (dis)continued care with one or more clinician. 
Through this model, we describe two infertility identity transitions for patients: 
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Transition 1: “Infertility as Temporary” to “Infertility as Enduring”; and Transi-
tion 2: “Infertility as Enduring” to “Infertility as Integrated.” 
Conclusion: The study explains how and why patients’ view of their infertility af-
fects their communication, and thus their continuity of care, with clinicians. 
Practice implications: To provide patient-centered care within infertility treatment, 
providers can recognize how patients’ view of their infertility, and thus their 
needs, goals, and expectations, shift throughout their infertility experience.  
Keywords: Infertility, Illness identity change, Continuity of care, Patient-provider 
communication  
1. Introduction 
Infertility, which is defined as the inability to conceive or maintain 
pregnancy after attempting to conceive for 1 year, or 6 months if over 
the age of 35 [1], affects roughly 9 percent of the global population [2]. 
Treatment options vary from conventional medical interventions (e.g., 
medication, surgery) to more advanced assisted reproductive tech-
nologies (ART), such as inter-uterine insemination (IUI) and in vitro 
fertilization (IVF). The live birth rate for ART has been estimated as 
49% or higher if patients continue with the recommended number of 
ART cycles (i.e., 3 rounds for each procedure) [3]. However, patients 
often opt out before completing the treatment recommended by their 
clinician; at fertility clinics, the drop out rate is estimated between 
23% and 60% [4]. 
In addition to the financial, emotional, and physical stressors in-
volved in infertility treatment, clinic-related communication issues 
(e.g., insufficient descriptions of fertility issues, lack of support with 
psychological issues) have been cited as key reasons why patients 
drop out of infertility treatment, especially after the first ART cycle 
failure [4,5]. As a result, researchers have turned their attention to 
patient-centered care (PCC), defined as care that is sensitive to pa-
tients’ preferences and needs, and ensures that “patient values guide 
all clinic decisions” [6, p. 3]. An important factor in quality PCC is pa-
tient-provider continuity of care, which is an “enduring personal re-
lationship between the patient and clinician that is characterized by 
personal trust and responsibility” [7, p. 652], which, for infertility pa-
tients, has been shown to increase tolerability of treatment and over-
all well-being. Despite the increased focus on PCC in infertility care, 
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scholars have called for more research in three areas: (1) patient-pro-
vider continuity of care in relation to treatment outcomes; (2) theo-
retical development around treatment discontinuation decision-mak-
ing; and (3) qualitative research to validate the scales used to explain 
why patients leave treatment [4, p. 662]. 
Additionally, patients’ view of their infertility as part of their over-
all identity should be continually assessed to better focus care around 
patient values, preferences, and priorities, just as with other illness 
conditions (e.g., cancer) [8]. “Illness identity” develops when chronic 
illness forces patients to reassess their current sense of identity and 
future potential, thus creating new goals and expectations for them-
selves in an attempt to adapt [9]. As treatments continue and cycles 
add up, infertility can become more or less important in one’s overall 
identity [10,11], and can change the way patients and partners relate 
to each other in positive and negative ways [12]. Much research has 
focused on the significant grief and negative outcomes experienced 
by infertile patients as they mourn the loss of their fertile self [10], 
but research has also indicated that infertility identities, experiences, 
choices, treatments, and outcomes are unique to each individual, and 
that these identities and experiences change over time [13]. How-
ever, an important gap in knowledge about patients’ infertility expe-
riences is how an evolving illness identity affects the patient–provider 
relationship and a patient’s infertility treatment preferences, includ-
ing continuity of care. Thus, in the current study, we asked infertility 
patients to discuss positive and negative communication experiences 
with their clinicians in an attempt to develop a conceptual framework 
for infertility identity, communication, and continuity of care. 
2. Method 
2.1. Design and theoretical framework 
The current study was approved by the Ohio State University Insti-
tutional Review Board (Protocol Number: 2011B0280) and was part 
of a larger study investigating communication issues within the in-
fertility experience. An interpretive approach was chosen to explore 
“the process of interaction among individuals” [[14], p. 24]—i.e., how 
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patients make sense of infertility through interactions with health care 
providers. Because infertility is a unique medical condition (i.e., age 
restrictions, optional treatment, limited health insurance coverage), 
we used a grounded theory analysis to explain how and why infertil-
ity patients’ infertility identity relates to continuity of care, since this 
approach is useful when seeking multiple (and possibly conflicting) 
views based on different experiences [15], affected by different val-
ues, finances, and goals. 
2.2. Participants 
Study participants included 25 individuals (19 women; 6 men) who 
had experienced infertility, as defined by the World Health Organiza-
tion [1]. Among these participants were six heterosexual and two les-
bian couples (see Table 1 for participant demographics). 
2.3. Data collection 
Seeking participants with diverse demographic characteristics (i.e., 
ethnic/racial identity, education, income), we used a purposive re-
cruiting approach with four methods: (1) a faculty and staff news-
letter at a large Midwestern university (n = 13), a local fertility sup-
port group (n = 7), a publicly accessible research database (n = 3), 
and respondent-driven sampling (n = 2). Seeking a variety of infer-
tility experiences, we recruited individuals who were 18–50 years old 
and had experienced infertility at any time in their lives. Participants 
chose the interview location (e.g., coffee shop, their home), with two 
interviews conducted over the phone for participant convenience. In-
terviews ranged from approximately 60 to 90 min. For couples, sep-
arate interviews were conducted to allow each partner to freely and 
privately describe their experience. 
Data was collected via in-depth, semi-structured interviews by the 
first author [16] (see Appendix A). Following the interview, partici-
pants were asked to complete a demographic questionnaire. Inter-
views continued until saturation was reached (i.e., no new themes 
appearing in the data) [15]. 
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Table 1 Participant Statistics. 
Characteristic  Number (%) 
  N = 25 
Age  M = 33.8 (SD = 4.25) 
Sex 
 Female  19 (76%) 
 Male  6 (24%) 
Race 
 White  23 (92%) 
 African-American  1 (4%) 
 Asian/Asian-American/Pacific Islander  1 (4%) 
Education Level 
 Graduate/Professional degree  14 (56%) 
 College graduate  7 (28%) 
 Some college/vocational  4 (16%) 
Annual Income 
 $10,000 to $29,999  1 (4%) 
 $30,000 to $49,999  2 (8%) 
 $50,000 to $69,999  4 (16%) 
 $70,000 to $89,999  7 (28%) 
 $90,000 to $109,999  4 (16%) 
 $110,000 to $129,999  5 (20%) 
 $130,000 to $150,000  2 (8%) 
Current (In)fertility Status 
 Infertile, not trying to get pregnant  12 (48%) 
 Infertile, trying to get pregnant  10 (40%) 
 Pregnant  3 (12%) 
Infertility Diagnosis 
 Female Factor  19 (76%) 
 Unexplained  6 (24%) 
Infertility Treatment 
 IVF  9 (36%) 
 IUI  5 (20%) 
 Surgery  5 (20%) 
 Medication Only  3 (12%) 
 Embryo Adoption  2 (8%) 
 Nothing  1 (4%) 
Experienced Miscarriage 
 Yes  15 (60%) 
 No  10 (40%)   
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2.4. Analysis 
As each interview was completed, the first author transcribed each 
one verbatim, assigned pseudonyms to interviewees, stored it on a 
password-protected computer, and uploaded it to Nvivo (QSR Inter-
national Version 11). During initial coding, two researchers separately 
read through each transcript at least twice and coded units of analy-
sis (i.e., any meaningful thought related to communication with in-
fertility clinicians), ranging from a sentence to several paragraphs. 
Each researcher completed one memo per transcript, in which they 
summarized data, identified new ideas, and highlighted similarities 
with previous transcripts [14]. This process allowed us to identify pat-
terns, new ideas, or remaining gaps, and discuss them as a team. After 
initial coding, two additional, independent researchers re-coded the 
data, based on the initial findings, to: (1) verify key findings, and (2) 
identify any new ideas in the data [15]. Coders met regularly for five 
weeks and established reliability by discussing and resolving coding 
discrepancies in the transcripts, and identifying any additional themes 
related to support and identity [15]. 
3. Results 
Overall, we found that infertility patients’ needs, goals, and expecta-
tions for treatment and provider communication changed as their view 
of their infertility identity changed. Specifically, we identified two key 
illness identity transitions for patients during their infertility expe-
rience, which resulted in changes in how patients approached com-
munication with clinicians (see Figure 1). We found that regardless 
of sexual orientation, income, or other demographics, patients (and 
partners) had similar infertility identity transitions, even if infertil-
ity experiences were different. In particular, we found that when cli-
nicians accommodated patients’ infertility identity changes by meet-
ing their changing communication needs, patients were more likely to 
continue care with these clinicians. When their communication needs 
were not met, patients were more likely to seek care elsewhere or dis-
continue treatment (see Table 2 for patient-provider communication 
recommendations). To give an in-depth account of patients’ infertility 
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Figure 1. Conceptual Model of Changing Infertility Identity and Continuity of Care. 
Transitions mark shifts, where patients’ infertility goals and expectations for infer-
tility treatment and clinician communication change.   
Table 2 Suggestions for Improving Infertility Continuity of Care. 
When patients are viewing their “Infertility as Enduring”, clinicians should: 
1 Tailor each treatment recommendation to patients’ specific infertility diagnosis 
so that patients understand why their treatment is the best current option for 
them. 
2 Explain the limits of current medical knowledge when diagnosing ‘unexplained 
infertility’ so that patients understand that this diagnosis is valid. 
3 Give patients time to ask questions and do not rush them to process complex in-
formation in decision-making or they may feel that you do not care about their 
personal situation. 
4 Discuss all treatment options (even if not recommended) in order for patients to 
feel like they are an informed partner in their treatment decisions. 
When patients are viewing their “Infertility as Integrated”, clinicians should: 
1 Acknowledge how financially, emotionally, physically, and psychologically diffi-
cult infertility treatment can be for patients and suggest coping resources. 
2 Offer emotional support to patients before recommending next treatment steps 
in order to assess patients’ current emotions about a failed treatment cycle. 
Emotional support needs might increase as patients continue treatment. 
3 Avoid giving ‘false hope’ when discussing live birth rates and ‘good news’ by be-
ing sensitive, honest and direct, in order for patients to be ‘cautiously optimis-
tic’ about treatment outcomes. 
4 Provide holistic health care to infertility patients by discussing implications of 
infertility (and treatment) on their overall health.  
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identity transitions and communication needs, we illustrate one cou-
ple’s (dis)continuity of care experience below. 
3.1. Illness identity transitions 
3.1.1. Infertility as temporary to infertility as enduring 
Patients explained that when they entered into infertility treatment, 
they, like their clinicians, communicated about their diagnosis, goals, 
and expectations as temporary. Although most patients were initially 
surprised by their infertility diagnosis, patients were largely confident 
that pregnancy would be achieved once they began treatment; thus, 
their infertility was viewed as a solvable medical condition. Patients 
may have liked or disliked their clinicians’ “bedside manner,” but com-
munication challenges were minimal (or ignored) because patients 
and providers were aligned with meeting the same goal: pregnancy. 
Even if patients were uncertain and fearful about infertility treatment, 
they tried to adjust to the medical reality and discomfort of ‘being’ an 
infertility patient. Thus, patients initially approached their commu-
nication with clinicians by asking few (if any) procedural questions 
about treatment, and trusting that their clinicians were proceeding 
with the best care for them. 
However, if patients experienced miscarriages, they learned that 
a live birth (as opposed to a pregnancy) was their new goal. Thus, if 
treatment(s) did not result in a live birth, patients began viewing in-
fertility as a more enduring identity. In this transition, they expe-
rienced more uncertainty, stress, and strain as they coped with on-
going, and sometimes erratic, treatment side effects (e.g., enlarged 
cysts, hyper-stimulated ovaries, pelvic pain); repeat procedures; and 
preparation for those procedures, including modifying work and va-
cation schedules, and creating financial plans to pay for treatment 
(e.g., loans, savings). They began to recognize the limits of the bio-
medical model in treating (and explaining) their infertility, and began 
to doubt the controllability of their infertility. To cope, some patients 
began to assume more control over their treatment and communica-
tion, and wanted clinicians to take more time to answer their amass-
ing questions and alleviate their increasing fears. If clinicians accom-
modated this patient role change, patients were likely to continue in 
their care, but if clinicians were unable to meet the need for more 
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informational support, patients blamed them, the fertility clin-
ics, and/or the medical system at large, and often switched phy-
sicians or stopped treatment. Regardless, as patients’ emotional, 
physical, and mental health costs increased, their need to under-
stand their particular infertility and treatment failure(s) increased. 
In this identity transition, patients talked about two key goals in 
their conversations with clinicians: wanting individualized care 
and treatment; and wanting to become an active partner in treat-
ment decision-making. 
For example, when Jessica, 31, and her husband Jude, 32, de-
cided to start trying to have children, Jessica said, “We sat down 
at our table. . . and said, ‘OK, this is when we’re going to have our 
baby.’” She began charting her ovulation and menstruation cycles, 
but after 6 months she could not identify a pattern. Noting how her 
understanding of infertility gradually changed during this transi-
tion period, Jessica said: 
We didn’t really know anything about infertility.. . so then 
when it didn’t happen, probably like around month 5 or 6 
when we were trying, I started getting really frustrated 
because I thought, ‘I’ve been on birth control my whole 
life. This is crazy. I’m now trying to have a baby and I 
can’t’.. . I got progressively more upset about it. 
Jessica and Jude sought care from her obstetrician-gynecologist 
and she was put on clomid to induce ovulation, which occurred and 
resulted in a pregnancy, but then she had a miscarriage. Jessica 
said this was “devastating,” as she had assumed the clomid would 
work—because, at that point, Jessica still saw Infertility as Tempo-
rary. Jude, also believing their infertility could be solved with the 
right treatment, focused on the plan: “You know, we were discour-
aged but we wanted to keep taking the steps that were necessary, 
that were in front of us at that time.” 
After a few more unsuccessful rounds of clomid, Jessica and Ju-
de’s obstetrician-gynecologist referred them to a local fertility clinic. 
Though the couple hoped to understand why they had experienced 
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infertility and a miscarriage, the clinic’s specialists instead diagnosed 
them with “unexplained infertility” and recommended several cycles of 
injectibles to induce ovulation in combination with IUIs, which did not 
result in pregnancy. As they transitioned to viewing Infertility as En-
during, the couple began to desire an official diagnosis and a more in-
dividualized treatment plan. Jessica explained, “[My doctor] wasn’t do-
ing a lot to figure out what was going wrong. I was getting frustrated.” 
Jude expressed similar frustration with the clinic:  
They don’t, in my opinion, make any effort there to diagnose. 
They just start doing treatments cause it’s probably, they 
make more money off of it. I don’t know. So, we started do-
ing clomid but with monitoring, we weren’t having any luck 
and it became more and more stressful. 
During this identity transition, Jessica and Jude both desired more per-
sonalized interactions with their clinicians, and wanted to be more in-
volved in their care decisions. Inadequate communication with both 
clinicians left Jessica feeling: 
… blamey, you know like frustrated with doctors. And, even 
more so when we went [to the fertility clinic]... Also, there 
you’re a number. When you call on the phone, you have a 
number that is designated to you and you wait for a long time 
in that waiting room with lots of other people. And, you’re in 
there for 4 min talking to your doctor and they’re gone. You 
don’t see your same doctor consistently. They rotate you be-
tween the four doctors in that practice and it just got really 
frustrating. I felt like nobody cares. It was just really hard. 
3.1.2. Infertility as enduring to infertility as integrated 
As patients faced the limitations of infertility treatment to achieve 
a live birth, those who decided to continue treatment while struggling 
with grief reported that emotions like anger, fear, and sadness began 
to surface more in conversations with their clinicians. These patients 
wanted clinicians to validate their grief, their treatment goals, and 
their emotional, physical, and financial limits. In this transition, pa-
tients also wanted to balance infertility treatment with other aspects 
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of their health, including complementary alternative medicine (i.e., 
acupuncture, yoga), nutrition, and fitness. What made a difference for 
these patients were clinicians who could help them emotionally cope 
with their grief and present options with how to proceed, keeping 
their overall health in mind. Thus, patients in this second (and final) 
identity transition expressed wanting empathy and validation from 
clinicians; realistic messages of their ability to have a live birth; and 
holistic care for their entire person, not just their infertility. 
For example, when Jessica and Jude were unable to have their ques-
tions answered or receive the personalized attention through the “fun-
nel of treatments” they experienced at the first fertility clinic, they 
sought care from another local obstetrician-gynecologist with a Ro-
man Catholic-based practice who focused in natural family planning 
and in-depth charting of ovulation patterns. However, that clinician 
also did not provide the sensitivity or empathy that Jessica and Jude 
desired, and “act[ed] judgey” about their preference to try IVF, “be-
cause he was Catholic.” 
They tried one cycle with him, and when charting did not result in 
a pregnancy, they sought care from another local fertility clinic—their 
fourth clinician in their infertility treatment experience. After 5 cycles 
of clomid and 5 IUIs with injectibles with past clinicians, Jessica ex-
plained that she was exhausted and wanted someone to listen to her: 
I really connected with the doctor there.. . It just felt more 
like, instead of her being, like, dictating to me what we were 
going to do, I was more of an interactive participant, you 
know? I really liked that. I was in a really bad place mentally. 
We were going to you know a counselor and all that. And, 
we had been at it for a year and a half and having a miscar-
riage. And, I was like I just want to do IVF. I’m just ready to 
do this. I’m tired. 
After a new round of consultations and tests, her new clinician di-
agnosed Jessica with Polycystic Ovarian Syndrome (PCOS), which af-
fected her ability to ovulate a quality egg. Jessica was pleased that a 
diagnosis was finally made, that she now had a more specific picture 
of her reproductive health, and that her clinician also considered in-
fertility as part of her overall health: 
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I got more hopeful around the time that we had a diagnosis, 
like ‘Ok, I can put my finger on this. I can read about it. I can 
you know do something’. It made me mad too, once I real-
ized that it had implications for my future health, related to 
diabetes because it’s connected, that it wasn’t diagnosed [at 
the previous clinic]. Because you know, I felt even if I don’t 
have a baby, this is still important for me to know that I have 
this condition because you know I need to manage my diet 
and exercise even more so because of it. 
Jude, too, considered it a “huge relief” for Jessica to finally get an 
official diagnosis, but shared her frustration of what he perceived as 
the first clinic’s lack of care for her overall health, and called them to 
ask why they never looked into PCOS as a diagnosis: 
I was like, ‘listen, I just want an explanation, why we didn’t 
have that?’ And, they’re like, ‘Oh, PCOS isn’t really a thing, 
that’s just a term thrown around’. So, to not disclose or to 
not address that, I felt was inherently reckless from the in-
fertility standpoint, from a larger medical perspective. So, I 
was really, really frustrated and disappointed. 
Thus, with their new clinician at their new fertility clinic, they com-
pleted their first round of IVF. Approaching these new cycles, Jude 
explained that it helped them to maintain a realistic perspective for 
treatment outcomes: 
We needed to always, as a self-preservation mechanism, hope 
for the best with what we were trying to do, but always have 
a next step in mind so that we wouldn’t get too much hope 
invested in a given cycle or effort.. . We still stood with a 15 
percent chance of success, so based on our situation, that’s 
why with the jump to IVF. 
While transitioning to Infertility as Integrated, Jessica said she 
started to worry what IVF would “do to my body:” 
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I guess I didn’t think about it too much until I got hyperstim-
ulated and then I got really frustrated. I got upset. It hurt. 
It’s uncomfortable. You can’t really walk. We drove home 
[2 h], I felt every single bump in the road. . . and then you 
start to think, ‘If this doesn’t work, and I’m putting my body 
through this, it was all for nothing’ ... It’s awful. It’s so pain-
ful ... and [when] it didn’t work, that was pretty devastat-
ing because we thought, ‘Oh my gosh, like we can’t do this 
again for awhile.’ 
However, her clinician called and suggested that they do another 
round of IVF, this time with a frozen cycle, requiring only an embryo 
transfer, which is “cheaper”, “easier”, and “not as hard on your body”. 
Jessica felt this suggestion was made with consideration of their in-
creasing emotional, financial, and physical strain, so they decided to 
complete the transfer, which resulted in a healthy, live birth. One and 
half years later, she and Jude were ready to try for their second child. 
Even though IVF was successful for the first child, they did not want 
to pursue it immediately for the second. Viewing Infertility as Inte-
grated, Jessica considered their entire situation: “We don’t have $4000 
just sitting around to throw at it. And, I don’t really want to put my 
body through all of that stuff again if I don’t have to.” 
Her clinician was supportive and suggested using Famera, an oral 
medication that induces ovulation, with an accompanying trigger shot 
to more precisely activate ovulation. Because this treatment consid-
ered her entire health identity, Jessica was open to trying it: 
It’s just like really similar to clomid, but people with PCOS do 
better on it. It doesn’t thin out your lining as much. And, you 
don’t have as many crazy side effects. It’s cheap, it’s pretty 
easy so I feel like well, we’ll try it because we haven’t done 
it before. 
Thus, with empathy and validation from clinicians, realistic mes-
sages of their ability to have a live birth, and holistic care for their 
entire health, Jessica and Jude continued care with this clinician and 
remained open to their new treatment suggestions, both for a frozen 
IVF cycle and Famera for a current cycle. 
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4. Discussion and conclusion 
4.1. Discussion 
The purpose of the current study was to explore how and why infer-
tility patients’ communication experiences with their clinicians con-
nected to continuity of care. Our results confirmed previous studies 
that showed infertility patients value a genuine connection with their 
provider (i.e., sense of partnership, personableness, empathy, con-
cern), and this patient-centered relationship improves patient well-be-
ing, anxiety and stress, and confidence in their ability to manage their 
symptoms [17,18]. Likewise, patient information needs are dynamic 
and depend upon the relevance, helpfulness, and trustworthiness of 
clinician messages [19]; however, we show in our findings that what 
patients perceive as relevant, helpful, and trustworthy, changes. For 
example, we found that patients wanted clinicians to communicate 
with them differently depending upon if they viewed their infertility 
as temporary, enduring, or integrated (see Table 2). When patients 
transitioned from “infertility as temporary” to “infertility as endur-
ing”, they began to doubt the clinician information that they previ-
ously received and trusted, such as the accuracy and validity of their 
(non)specific diagnosis (e.g., unexplained infertility); the level of cli-
nician openness in discussing all available treatment options, espe-
cially as they began to hear of other medications and procedures from 
friends; and/or the level of clinician concern for patient well-being if 
patients felt “rushed” or “not heard”. Likewise, when patients transi-
tioned to “infertility as integrated”, they needed more emotional sup-
port from clinicians than in the past because they began accepting the 
limitations of infertility treatment and focusing more on their overall 
health while imagining life beyond infertility treatment. For example, 
patients wanted clinicians to communicate empathy by acknowledg-
ing how stressful infertility treatments were and suggesting coping 
resources; avoiding giving false hope by instead being “cautiously op-
timistic” when communicating about live birth rates and positive preg-
nancy test results; and caring about patients’ overall health, not just 
their reproductive outcomes. Thus, while our infertility identity transi-
tions involve biographical disruption [20] and may be similar to iden-
tity transitions found in theories examining other illness identities 
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[9,21], infertility identity transitions are unique because unlike other 
illnesses, infertility is not terminal, treatment is expensive and often 
not covered by health insurance, and must end at some point due to 
age limitations. 
Our study included limitations. Because this study was exploratory, 
our recruiting occurred via purposive sampling and largely within one 
large Midwestern state; however, patients sought infertility care from 
local and distant clinics throughout the country, which gave depth and 
variability to our findings. Additionally, we used single, retrospective 
interviews to illustrate identity transitions that occurred over time. 
Although this method cannot describe how participants viewed their 
infertility identity changes during the moments they were experienc-
ing them, we draw from communicated narrative sense-making the-
ory, which asserts that individuals make sense of their identities, ex-
periences, and challenges through communication and construct a 
coherence to them later that might not have been clear in the actual 
moment [[22]]. 
4.2. Conclusion 
Scholars have called for more research on infertility continuity of care 
[23,24], and we created a model grounded in our data that acknowl-
edges the complexity of infertility as a biopsychosocial, fluid medical 
condition [25], where treatments often involve high uncertainty, ex-
pense, grief, and invasiveness; and continuity of care is influenced by 
effective patient-provider communication. 
4.3. Practice implications 
Although patient-centered care (PCC) is viewed as a key solution to pa-
tient-provider communication challenges within infertility [23], it is 
difficult for providers to know exactly what patients’ individual emo-
tional, psychological, and medical needs are when visits are focused 
on efficiency and productivity [4], and patients vary in terms of past 
infertility experiences, desire for biological children, communication 
preferences, and decision-making roles [26]. Yet, we found that when 
clinicians could quickly adapt their advice and communication style 
to patients’ changing informational and emotional needs, infertility 
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patients were more willing to continue treatment with that clinician. 
Thus, it can be helpful to understand how patients frame their infer-
tility identity and how and why this identity may change over time. If 
clinicians are more aware of patients’ illness identity transitions, they 
may be able to more readily meet patients’ needs as they start to oc-
cur, understand patients’ changing perspectives of their infertility and 
treatment, better prepare them for next steps in treatment, and more 
readily seek additional guidance from patients to fulfill their needs 
and expectations, ultimately improving patients’ continuity of care.  
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Appendix A. Interview Guide 
Question 1 (Warm-up): Knowledge of their fertility issue 
1) Could you walk me through your infertility experience? 
 a What was the diagnosis? 
  i Female/male factor, both, or undiagnosed? 
  ii Primary or secondary infertility? 
 b What was your reaction to this diagnosis? 
 c What steps/procedures did you undergo after the diagnosis? 
 d What factors do you consider when thinking about fertility treatment 
options? 
  i How did these treatments affect you? 
Question 2: Language associated with infertility/fertility 
2) How open do you feel people in our society are to talking about infertility? 
 a How do you think people talk about it in our society? 
 b If someone had never experienced infertility, how would you describe it? 
 c How has this experience changed over time? 
Question 3: Relationships–The way needs were helped/thwarted through 
communication 
3) How would you describe your relationship with your doctor(s) who oversees 
your fertility? 
 a How does your doctor talk to you about your fertility issue? 
  i What comments or advice were helpful to you? 
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  ii What comments or advice were hurtful? 
  iii Why do you think he/she responded this way? 
 b How would you like your doctor to talk about fertility with you? 
 c What do you perceive to be the potential negatives with these changes? 
Question 4: Future plans with fertility 
4) In terms of communication about infertility, how do you think people should 
talk about it? 
5) What are your current plans now in regard to your fertility? a Future plans? 
6) How has your fertility experience changed you? 
7) Any advice that you have for people who are dealing with infertility? 
8) Anything else that you would like to add? 
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